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Sample consisted of adult patients residing in the USA with a self-reported
diagnosis of SBS or chronic nutrient malabsorption (CNM), and receiving
home PN (HPN) for > 6 months; or adult care partners of patients meeting
the same criteria.

Both patients and care partners were recruited through the Inspire online
community platform with > 2.5 million members worldwide, and specifically
among members in Inspire’s Oley Foundation Community, supporting

38 000 members.

Survey Items

Qualitative interview content focused on the SBS patient journey, including
diagnosis, management/treatment, caregiver involvement and role, quality
of life (QOL) burden, and unmet needs.

Themes emerging from phase 1 informed items for the phase 2 survey.

The phase 2 survey included items on causes and diagnosis of SBS,
treatment experience, impact of PN, mental health, and various aspects of
social determinants of health (SDOH) such as housing, employment, and
transportation needs.

The care partner survey mirrored the patient survey alongside questions on
their relationship with the patients and the impact of SBS on their own lives.

Data Analysis
Thematic analysis of transcripts was conducted for the qualitative interviews.

Survey data were summarized with descriptive statistics (mean + standard
deviation, median [interquartile range], or percentage).

or medical center (63%) and were also responsible for providing
transportation (75%).

Causes and Diagnosis of SBS
Patients with SBS

For most patients, factors that led to SBS diagnosis were functional
gastrointestinal (Gl) disorders (54%), and surgery to repair damage to small
intestine because of underlying disease (37%).

Only 44% of all respondents reported receiving a formal diagnosis of SBS,
10% were still unsure if their CNM was related to SBS, and 63% were
diagnosed less than 10 years ago.

Most patients (78%) were diagnosed by a gastroenterologist specialist,
50% had a nutritionist, and 47% had a SBS specialist involved in their care.
HPN was administered daily in 79% of patients.

Of the 32 patients (47%) who reported having an SBS specialist involved in
their care, 19 (59%) were referred after diagnosis. Of these patients, 11 (59%)
were referred more than 6 months after diagnosis.

Care Partners

Most care partners reported functional Gl disorders as a top factor leading
to SBS symptoms and diagnosis.

Other conditions experienced by their loved ones were central line infections
(63%) and trouble maintaining weight (56%).

BMI, body mass index; GED, general educational development; SD, standard deviation.
“One care partner did not provide demographic information beyond gender and location. PNot applicable.

Impact of Treatment on Quality of Life (QOL)
Patients with SBS

Patients reported severe impact on their ability to work and travel, and

a slightly negative impact on ability to maintain social commitments
(Figure 2).

Mean summary score for the SBS-QOL Questionnaire was 118.5 on a scale of
0-170, with most patients (81%) reporting scores greater than 100, indicating
relatively poor QOL (Table 2).

Patients with a normal or overweight body mass index and a household
income of more than $100k had a relatively better QOL than those who were
underweight or obese with a household income of less than $50k (Table 2).

Average travel time to a healthcare provider (HCP) was more than 1 hour for
25 patients (37%).
Care Partners

Most (95%) reported supporting loved ones with household chores, and with
their HCP appointments.

Care partners were impacted the most in their ability to be intimate with
their loved ones.

Half of the care partners (50%) reported an impact on their ability to work
and the maijority (63%) reported an impact on their outlook for the future.

(reported by 47%; Figure 3)

Other SDOH concerns reported included fear of losing their home (29%) and

low household income (< $50k; 59%).

Among those who had issues with paying medical bills (32 patients), 69%
had a delayed prescription or none to fill, and 59% had delayed or canceled

visit to a HCP.

Care Partners

Most care partners (62%) supported their loved ones in managing their

medical bills.

Mental Health
Patients with SBS

Depression rates were high (65%) with most reporting diagnosis or suspicion

of depression.

Despite a high prevalence of depression, only 46% were meeting with

mental health professionals.

Care Partners

More than one-third (37%) were diagnosed or suspected of having
depression, with most (67%) not under the care of a mental health
professional, indicating low utilization of mental health services.

Figure 2. Treatment impact on QOL
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Longitudinal research is warranted, and Inspire is uniquely positioned to
understand and measure the impact of treatment options over time in this
underserved SBS population.

Limitations
Study results may not be generalizable to all SBS patients or care partners.

Absence of International Classification of Diseases, 10th revision codes for
SBS led to a lack of awareness of formal diagnoses, and therefore presents
a challenge in identifying SBS patients.

Recall bias among patients and care partners may exist.

Strengths

The use of a mixed-method quantitative survey with further qualitative
exploration through I:1 discussions and thematic analysis provides a more
comprehensive understanding of the complex dynamics of the condition.
Cross-validation of findings enhanced the reliability and validity of the results.
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